to which young people could rely on family to 'be there' in these troubling 7 circumstances was of practical, emotional and moral significance. Our 8 discussion is situated in the context of an English end of life care policy 9 predicated on the ideal of a good death as one that takes place at home 10 accompanied by family members. We explore how the shift away from 11 family as a site for nurturing children towards family as a space to care for 12 the dying is experienced by young people, and consider how these 13 competing moral imperatives are negotiated through relational practices of 14 care. 15
Introduction 17
The anticipated death of a parent due to a life-limiting illness is generally perceived as 18 an extraordinary change in the life of a young person, and one that is understood as 19 profoundly troubling. However, little is known about young people's everyday 20 experiences of living with dying. Research studies of young people with a parent who is 21 at the end of life have tended to focus on the negative outcomes of advanced parental 22 illness for young people (Huizinga et In this paper, we report on an exploratory study of young people's experiences 46 of living with a parent who is at the end of life. We begin by considering how notions of 47 home, family and care converge and are conflated in the social narrative of a good 48 death, and we discuss how the good death discourse influences everyday debates and 49 decisions about the 'proper' thing to do in families when someone is dying. We then 50
provide an outline of our study, in which we set out to investigate the routines and 51 practices that constitute everyday family life for young people when a parent is dying 52 and their experiences of both giving and receiving care in this context. 53
In our discussion of the study findings, we argue that young people's 54 experiences of family life are both informed and challenged by the moral tale of a good 55 death as one that takes place in the home accompanied by family members. We explore 56 how the presence/absence of significant others from the material and emotional space of 57 'home' affects the experience of life-limiting parental illness for young people, and we 58 examine how young people respond to the inherent moral expectations of others and 59
themselves to be present and to support their parent on their approach to death. In doing 60 so, we aim to elaborate on how the experience of advanced parental illness 'troubles' 61 everyday family life for young people, and to illuminate how young people encounter 62 and ameliorate troubling 'changes and challenges' (Ribbens McCarthy, Hooper and 63
Gillies 2013) to 'family' through relational practices of care. 64
Family, care and the 'good death ' 65 Research suggesting that most people would prefer to die at home (e.g. Higginson and 66 Sen-Gupta 2000) has been used to underpin a policy approach to end of life care in 67
England in which the family is central to enabling people to die 'in the place of their 68 choice' (Department of Health 2008, 107) . The importance of achieving a 'good death' 69 has therefore become influential in defining 'home' as a space for the delivery of end of 70 life care and in determining how family relationships are viewed and understood when 71 someone is dying. However, a closer scrutiny of the research indicates that preference 72 with regard to place of death is more nuanced than earlier studies suggest, and may vary 73 according to factors such as illness progression (Gomes et al. 2013 ), ethnic background 74 (Seymour et al. 2007 ) and the availability and attitudes of family members towards 75 providing care at home (Gott et al. 2004 ). So far, we have suggested that end of life policy discourse, with its emphasis on 117 promoting home as a place of death, is predicated on an enduring ideal of a good death 118 which confers an obligation on family members to be present and provide care for the 119 dying. Next, we introduce a qualitative study in which we aimed to explore the family 120 lives of young people with a parent who is at the end of life, and to investigate young 121 people's involvement in family care in this context. The Caring to the End study was based on individual, semi-structured interviews with 145 ten young people (age 13-21) and five significant others who were nominated by a 146 young person (four parents and one partner of a young person). Five of the young 147 people took part in the study along with a sibling, therefore the study participants were 148 drawn from six families in total. Not all of the young people nominated a significant 149 other; some reported that they were reluctant to approach their parent because the parent 150 was too ill to take part. Others struggled to identify anyone whom they felt comfortable 151 to approach. Characteristics of the study participants are outlined in 
My aunty lives down the street...she phones up, she rings up and like, just pops 211 in and then, popping in and out really. (James, 17) 212

The only other relative that lives near is my Mum's mother who has been very 213
helpful. Grandma is cooking up meals for him every so often, putting them in 214
little Tupperware boxes to freeze.
(Elliot, 18) 215 Davies (2012) writes about the importance of 'seeing' family members as a relational 216 practice that enables children to gain knowledge of and feel connected to others, but 217 here it appears there is a more pragmatic value attached to proximity in that it enables 218 others to provide emotional and practical support to the young person and to family 219 members in the home. Closeness as a spatial variable is therefore important in 220 understanding how young people assess family relationships when a parent is at the end 221 of life in that it influences the extent to which individuals are physically available to 'do 222 family' (Morgan 1996) The association of family with both physical and relational proximity is particularly 237 pertinent for this group of young people as it evokes the wider social expectation that 238 family members will rally round to provide care and support for a person who is dying. 239
As we have discussed, spatial and emotional interpretations of closeness are conflated 240 by the moral narrative of a 'proper' way to do family at the end of life, and this was 241 often reflected in young people's accounts. Family members who were physically 242 present in young people's everyday lives tended to be presented as emotionally close, 243 whilst those who were physically absent from the home were sometimes described as 244 emotionally distant; in particular as not caring. For Luke and Dan, the physical absence of family members whom they expected to 254 rally round was indicative of their emotional distance. Conversely, the willingness of 255 others to travel in order to be present in the home to offer support was presented by 256
Lauren as an indicator of what she described as her 'close extended family': 257
They've all got hearts of gold and they will be there for you if you need them... what it means to be part of a family is therefore well documented in the research 274 literature (Williams, 2004) . However, the accounts of young people in our study suggestthat the notion of being there may be imbued with particular significance by young 276 people during troubling times. 277
As the previous quotes from Luke and Dan illustrate, the inability or refusal of 278 relatives to be there was keenly felt by young people and was not only interpreted as a 279 lack of care, but was also depicted as a moral breach of what might reasonably be 280 expected from people defined as family. The lack of contact from friends was referred 281 to less frequently, and in terms that suggested it was a legitimate response to the young 282 In constructing the meaning of family through notions of presence, support and 314 solidarity, young people with a parent who is at the end of life reflected Finch & 315
Mason's (1993) observation; 'The least you can do for your relatives is to rally round in 316 a crisis -this seems to be the touchstone of whether a family can really be said to 317 'exist' ' (1993, 33) . This expectation appeared to underpin the accounts of young people 318 living with a parent who is at the end of life, and took on a particular, moral significance 319 when there was limited evidence of this happening in their everyday lives. 320
Whilst it is likely that the absence of extended family would not have been as 321 keenly felt by young people in less difficult circumstances, the physical and emotional 322 absence of family members in this study was something young people struggled to 323 reconcile with the meaning of family. The heightened awareness of what family 324 members should be doing in terms of being there is augmented by a social narrative of 325 accompanied dying at home as essential to the fulfilment of a good death. Home is 326 therefore reimagined as a moral space in which the significance of home and family as 327 interconnected sites for the formation and enactment of moral identities is reinforced 328 (Hall 2016) . In their accounts of everyday family life, young people were often engaged 329 in the telling of a moral tale, in which they explored the legitimacy of their family's 330 claim on being a proper family by assessing the extent to which family members 331 (including themselves) met the responsibility to be there. 332
Moral tales of being there 333
The idea that family members should rally round to offer support and comfort, whilst 334 strongly endorsed, was not always realised in young people's everyday lives. In a study of families facing change, Ribbens McCarthy, Edwards and Gillies 376 (2000) suggest that in responding to family troubles there is a discursively apparentmoral imperative to put the needs of children first. They report that this 'unquestionedthe home space, and on enhancing the everyday experiences of all family members over 505 the trajectory of a life-limiting illness.
